In the past decade there has been increasing interest in the part that general practice can play in the care of people with epilepsy. Primary care services for epilepsy vary from practice to practice. Some studies have suggested that people with epilepsy prefer secondary care services and are not keen for their epilepsy to be managed in general practice, but much of the data were collected in secondary care. This study collected data from various sources about present provision of services, patient satisfaction with services, views about service development, areas where GP knowledge may be improved and whether the site of data collection influenced the results. A questionnaire was piloted, then distributed and collected through branches of the British Epilepsy Association, general practice and secondary care clinics. Data collected were both quantitative and qualitative.
A number of care guidelines have been produced and welcomed7-'2. Local guidelines, though, are still an exception rather than the rule and the role of general practice still varies from practice to practice, often dependent on the interest of a particular partner. In pursuing what the future role of general practice in epilepsy care could be, it is logical to ask the consumer what services they would like from their general practice and their feelings about the present services.
It has been suggested that people with epilepsy prefer to have their epilepsy managed in secondary care
and that they are not keen for their epilepsy to be man-@ 1998 British Epilepsy Association 6. Chappell& W. l-l. Smithson aged in general practice13, but much of the data were collected in secondary care and this may have biased the results. Arguably, it is therefore sensible to collect data from different health contact points to obtain a balanced view on this issue.
MATERIALS AND METHODS

Objectives
The objectives of the study were:
(1) to identify the services presently provided for epilepsy in general practice; (2) to identify patient satisfaction with services as a whole;
(3) to ascertain patient views on their preference for service delivery;
(4) to identify areas of general practitioner knowledge which patients feel needs improvement; and (5) to determine whether the site of data collection influences results.
Methodology
A pilot questionnaire was completed by six people with epilepsy. After receiving comments the questionnaire was updated and then distributed to people with epilepsy (see Appendix). Distribution was as follows.
(a) General practice: six questionnaires by post to seven general practitioners without a special interest in the condition, who distributed these to patients known to have the condition.
(b) Secondary care clinics: personal distribution by epilepsy liaison nurses.
(c) British Epilepsy Association (BEA) branches: personal distribution by branch chairpersons.
A response rate cannot be calculated as it is not known how many questionnaires were distributed in total.
Both quantitative and qualitative data were collected. Quantitative data were analysed on Statistical Package for the Social Sciences (SPSS/PC+, version 4).
RESULTS
Distribution/collection points (n = 178)
A hundred and two (57%) questionnaires were collected in secondary care clinics. Forty-five (25%) were from BEA branches and 3 1 (18%) were from general practices.
Characteristics of responders (n = 178)
Of the responders 105 (60%) were female and 70 (40%) were male. Eighty-five (48%) were diagnosed at 16 years or under, 8 1 (45%) were diagnosed between 17 and 59 years of age, and 12 (7%) were diagnosed at age 60 or above. Forty-eight (27%) were seizure free, 37 (21%) had between one and 12 seizures per annum and 93 (52%) had over 12 seizures per annum. When comparing seizure frequency and the collection point of the data, there was a significant difference between general practice and secondary clinics (P 5 0.000 chi-squared), and general practice and BEA branches (P 5 0.001 chi-squared) with general practice responders having fewer seizures. Fifty-three (3 1%) were employed full time, 19 (11%) were employed part time, 11 (6%) were unemployed and seeking work, 35 (20%) were unemployed and not seeking work, 17 ( 10%) were in education, 18 (11%) were retired due to epilepsy and 18 (11%) were retired. When comparing employment status and the collection of point of the data (using chisquared) there was no significant difference between the sources.
Of those who replied through general practice or hospital, 57 (44%) had been in contact with one of the United Kingdom epilepsy voluntary organisations at sometime (n = 130).
Information provision about epilepsy and its potential implications Table 1 outlines a number of topics and whether patients could recall ever having been provided with information about them (n = 178). Table 2 refers only to females outlining two additional questions (n = 105). Table 3 outlines how frequently people see their GP for epilepsy. When comparing how frequently people see their GP for their epilepsy and the collection point of the data (using chi-squared) there were no significant differences between the sources. Do people receive an invitation from their GP to review/discuss their epilepsy? (n = 168) Fifteen (9%) did receive an invitation, of which nine stated how frequently this was, all except one being at least annually. When comparing whether people receive an invitation from their GP to review/discuss their epilepsy and the collection point of the data there were no significant differences between the sources (using chi-squared).
How many people attend a special clinic for epilepsy at their genera/ practice? (n = 177) Five (3%) did attend a special clinic, 122 (69%) did not and 50 (28%) did not know whether a special clinic existed or not.
How many people have seen a practice nurse for their epilepsy? (n = 176) Twelve (7%) have seen a practice nurse about their epilepsy, 164 (93%) have not.
When comparing whether people see a practice nurse for their epilepsy and the collection point of the data (using chi-squared) there were no significant differences between the sources How often do people obtain repeat prescriptions for their antiepileptics?
(n = 173) Table 4 outlines how frequently people obtain repeat prescriptions for their antiepileptics. (20) 5 (3) 6 .
Are doses of antiepileptics changed by GPs? (n = 169) Table 5 outlines how often doses of antiepileptics are changed by GPs. When comparing whether doses are changed and the collection point of the data (using chisquared) there were no significant differences. Are antiepileptics changed by GPs? (n = 168) Table 6 outlines how frequently GPs change antiepileptics. When comparing whether antiepileptics are changed and the collection point of the data (using chisquared) there were no significant differences. When comparing who people would like to manage their epilepsy and the collection point of the data there were significant differences between the general practice group and the secondary care group (P I 0.000 chi-squared); the general practice group and the BEA branch group (P 5 0.000 chi-squared), the general practice group preferring GP and 'shared care' management, as opposed to consultant management.
Views on general practitioner management
Are you happy with the service provided generally by your GP? (n = 164) Table 7 outlines how happy people are with GP services. Is it easy to discuss your epilepsy and any problems with your GP? (n = 170) Table 8 outlines how easy people felt it was to discuss their epilepsy with their GP Does your GP provide enough information about epilepsy? (n = 166) Table 9 outlines how frequently people felt their GP provided enough information about epilepsy. When comparing the previous three categories and the collection point of the data the general practice group's views were significantly different from the views of the secondary clinic and BEA branch groups on a number of issues. The general practice group stating greater satisfaction with all categories except provision of information. There were no significant differences between the views of the hospital and BEA branch groups.
Are you happy with the service provided generally by your G P? Service developments that people with epilepsy would like at their surgery Free text comments were invited on the above issue, and of 178 questionnaires 90 contained comments.
Thirty-nine comments concerned the provision of information. Of those comments which gave an opinion on the quality of information, eight were happy with the information available but 3 1 would have liked more. This reinforced the quantitative data that more information should be available.
Patients would like: more information on drugs (7), more time to talk (9), discussion of epilepsy (9), employment (2), effects of epilepsy on the mind (3), patient organisations (3) and more contact with a specialist nurse (4).
Comments included: 'More information and more time'; 'More information about epilepsy should be available'; and 'I would like more information in general and a chance to talk to someone when depressed'.
Other comments concerned: easier access to doctors, the availability of more frequent appointments, regular medication review, less frequent repeat prescriptions, the availability of skilled counselling, better liaison between primary and secondary care doctors, a quicker service for urgent problems-perhaps supported by home visits by the GP, the GP having a broader factual knowledge of epilepsy+specially seizure types and usage of antiepileptics and a preference to see the same doctor on each occasion with longer consultation time.
Comments included: 'It would be nice to have more time to talk over problems relating to epilepsy'; 'I am always conscious of spending time talking to my GP; therefore not relaxed enough to tell him my anxieties'; and 'Easier access to doctors'.
Preference for service delivery
Further free text comments showed a preference for secondary care (21) but satisfaction with primary care (8). An improvement in care after moving from a secondary neurology clinic to a tertiary epilepsy service was specifically mentioned in four comments. The benefits outlined from a tertiary clinic were the better provision of information and the time offered when attending the clinic.
Comments included: 'Always consult my specialist; more qualified and experienced in this field'; 'I have never really needed special attention from my GP as I have always been under the care of the specialist. However, he (the GP) has always been available as a go-between as and when required'; and 'From my past attention from various neurologists who had various knowledge on epilepsy, I have been much more satisfied with treatment I now receive from those who specialise in epilepsy'.
DISCUSSION
When compared with the studies completed by Hauser, Sander and Muir14-", the sample group was biased towards females. The age of diagnosis of the sample was similar to the study completed by Goodridge and Shorvon's. In comparison with other earlier studies their seizure frequency was also relatively high'* "3 lg. The latter was probably accounted for by the fact that most of the questionnaires were collected in secondary care clinics and BEA branches. As might be expected the seizure frequency of the people submitting questionnaires from general practice was significantly lower. Although the sample is relatively large and drawn from different contact points and geographical areas, this study is based on a convenience sample of active users of epilepsy services. Population bias must therefore be kept in mind when interpreting the results.
Over 50% of responders visited their GP for their epilepsy only when needed and only 9% had an organised regular review for their epilepsy. This was rather lower than the 17% found by Ridsdale et al. 19 . These two observations suggest that epilepsy services in general practice are provided in an opportunistic way, . rather than a structured approach.
Only 3% attended a special epilepsy clinic and only 7% had seen a practice nurse which again suggests that formal approaches using other members of the primary health care team are unusual.
It is difficult to know whether a more structured approach would be welcomed by people with epilepsy, but it is known from audit work that potential problems are missed and care is not optimal for some people using this 'informal approach 1, [3] [4] [5] [6] 20 . Offering a regular review may improve care.
It is rare for GPs to change drug doses, 92% of people stated that doses were never or rarely changed. This result was even more dramatic when considering a change of antiepileptic, 97% of responders never or rarely had antiepileptics changed by their GP. You would expect little intervention in a well-controlled group of people; however, this group did have frequent seizures. This situation may be due to either GPs having little confidence in the use of antiepileptics or not being seen as the lead professional in this area. Jacoby et a/.*' found that GP confidence did affect a willingness to become involved in treatment. Educational initiatives for primary care should bear this in mind.
Like other studies this study found the provision of information about epilepsy and its implications to be rather poor'3* 19-*'. Nearly two-thirds of people could recall being told what epilepsy was and this was the most common topic discussed. Forty percent of people could not recall receiving information about driving, with the legal implication this figure is unacceptable. Nearly 80% of people could not recall first aid having been discussed. Despite publicity about the importance of contraceptive and pre-conception advice, only onethird of women could recall receiving any.
Where information about epilepsy and its potential implications had been provided, the GP does have an active role as nearly half of responders stated that their GP had provided some or all of the information. Over three-quarters said the hospital doctor had been involved. The role of non-medical professionals appeared to be small and, like the findings of Ridsdale et al." , would appear to be ripe for development.
These observations on drug management and information provision may suggest that GPs see themselves as having more of a supporting role in the management of epilepsy rather than initiating change. This approach may or may not be logical, mainly dependent on the quality of secondary care**. The seizure frequency of this sample group would suggest that active clinical intervention was needed from some source.
Most people seemed reasonably content with the service they were receiving from general practice, with nearly three-quarters being usually, frequently or always happy. A similar number found that they could easily discuss problems concerning their epilepsy with their GP. As mentioned earlier, far fewer were content with the amount of information provided, nearly 60% being rarely or never satisfied. Interestingly, this lack of information may not mean that a person is unhappy with the service provided.
The collection point of the data affected the results concerning satisfaction with care as a whole, and how easy it was to discuss epilepsy problems with a GP Data collected from general practice was significantly more positive than that collected from secondary care and BEA branches. This is perhaps understandable, but does call into question the validity of data collected in secondary care suggesting people with epilepsy are happy with and prefer secondary care services. It does suggest that consumer opinion about present and future care should be collected from a community sample, to give a more representative sample of all people with epilepsy, as opposed to just those using secondary and tertiary services, and predominantly, by definition, have difficult to control epilepsy.
These differences of opinion were again apparent when people were asked who they would like to manage their epilepsy: their GP, their consultant or both through 'shared' care. A previous study by Jaint3 suggested that people prefer consultant care, conversely other studies by Ridsdale et al. I9 and one by Mills23 suggested people preferred GP care, but data from this study suggested that the answer depends on where the data are collected. Most pointedly, the majority of people preferred 'shared' care.
Data obtained from the free text comments confirmed a need for additional information on topics like antiepileptics and employment. However, just as important was a simple request for more time, and therefore, the chance to discuss epilepsy more fully.
Patients saw their GP as a potential source of information and were happy with the general services offered. However, sometimes they did not see their GP as a lead professional in epilepsy management. A need for the GP to have a better knowledge about antiepileptics and seizure classification was seen as important.
A preference for continuing care by the same doctor was seen to be beneficial and a goal for future care. The benefits of continuing care by the same doctor has been investigated and found to be less important than doctors improving their communication skillful. Even so, people in this study did see continuity as important.
CONCLUSIONS
General practice care for epilepsy is presently reactive. A more structured approach with planned reviews could be beneficial for patients.
People were generally content with family doctor services. However, 'shared care' was the most popular option in this study.
Increased information provision is seen to be a priority by people with epilepsy. General practice may be a good vehicle for this provision as a number of patients found their GP easy to talk to. If primary care is to provide this information, it must be accurate and up to date. In particular, some respondents felt that GPs needed to improve knowledge of seizure types and antiepileptic medication.
The collection point of the data appears to have affected the results. This must be borne in mind when drawing conclusions from previous studies that were completed solely in secondary and tertiary care. It is, therefore, reasonable to suggest that any future conclusions about the organisation of epilepsy care must draw on data collected from community patient samples.
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